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OTKas ot OTroBOPHOCT:

"MopgKpenaTta Ha EBponeickata KOMMCMA 33 M34aBAaHETO Ha Tasu nybaMKauma He npeacTaBnsBa
of0bpeHne Ha CbabPXKAHNETO, KOETO OTPa3ABa eANHCTBEHO Bb3rneamTe Ha aBTopuTe, U KomucmaTa He
HOCM OTrOBOPHOCT 3a M3M0N3BAaHETO HA CbAbpKalWlaTa ce B Hes MHPopmauyma."

MoBeye MHPOpMaLMa 3a EBponeickua cbio3 e 4ocTbrHa B MHTepHeT (http://europa.eu).
Nokcembypr: Cnyxkba 3a nybamMkauum Ha EBponeickus cbios, 2019 T.
© Eponelicku cbtos, 2019

B'b3I'IpOM3Be)K,EI,aHETO € paspeLlleHo, npu ycnosne 4e ce NnOCOYN U3TOHYHUKDT.
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BEAEHWE B EBPONEVNCKATA PEOEPEHTHA MPEXXA 3A

PEAKN HEBPOJIOTMYHU 3ABOJIABAHUA (ERN-RND)

ERN-RND e eBponeiicka pedepeHTHa mperka, cb3gaaeHa n ogqobpeHa ot EBponeickus cbio3. ERN-RND e
34paBHa MHPACTPYKTYpPa, KOATO ce POKycMpa BbPXY PEAKMTE HEBPOAOTMYHM 3abonsasaHus (PH3). Tpute
OCHOBHM cTbnba Ha ERN-RND ca: (i) mperka OT eKcnepTM M eKcnepTHW LeHTpose, (ii) reHepupaHe,
obeanHsaBaHe U pasnpocTpaHeHne Ha 3HaHusA 3a PHP u (iii) npunaraHe Ha enekTPOHHO 34paBeonasBaHe,
33 1a MOXKe eKcnepTm3aTa 4a NbTyBa BMECTO NaUMEHTUTE U CeMelCcTBaTa.

ERN-RND o6eanHaBa 64 oT BOAELLNTE eKCNEPTHU LeHTpoBe B EBpona, KakTo 1 4 acounmpaHmn NapTHbOPU
B 24 AbPXKABM-YNEHKU U BKAKOYBA U3KAOUYUTENHO aKTMBHM MaUMEHTCKM opraHmsauunun. LleHTposeTe ce
Hamupat B ABcCTpuA, benruns, bbarapua, Xvpsatua, Kunbp, Yewkata penybauka, OaHua, ECTOHMA,
®dunnangma, PpaHumsa, Fepmanua, Mpuma, Yurapua, Utanua, Nateua, Jiutea, Jliokcembypr, ManTa,
Huaepnanaua, NMonwa, CnoseHuna, UcnaHuma u Lseuuns.

Cnepnute rpynu 3abonasaHus ca ob6xsaHaTn oT ERN-RND:
e ATaKCMM M HacneaCTBEHM CNACTUYHWU Napanaernm
e ATMNMYEH NAPKMHCOHM3BM M reHeTMYHa 6onect Ha MapKMUHCOH
e [INCTOHMA, MAPOKCU3IMANHN OUCTOHMN U CUHAPOM HA HEBPOAEreHpaLMaA C HATPYyNBaHE Ha KenAaso
B MO3bKa
e @poHTOTEMMOPANHa AeMeHUUA
e bonect Ha XbHTUHITBH U 4Py BUA0BE Xopes
o JleBrkoanctpodpum

KoHKkpemHa uHgopmayus 3a Mpexcama, ekcriepmHume yeHmpose u obxeaHamume 3a607198aHUSA MOXE
0a 6v0e HamepeHa Ha yebcalima Ha mpexcama www.ern-rnd.eu.

Mpenopvka 3a KnuHU4YHa ynompeba:

Esponeilickama pedgepeHmHa mpexa 3a peodKU Hesposno2uvyHU 3abonasaHus
HAacmosamesHo nNpenopv4eda U3rnosa38aHemo Ha cs1e0HamMa cKasnd Kamo KAUHUYHA CKana
30 oyeHKa Ha NaHMomeHamM KUHa3a-acoyuupaHa HeepodezeHepayusa (PKAN).

N3K/TFOYBAHE HA OTTOBOPHOCT

MpW KAMHUYHUTE HAaCOKW, NPENOPbKUTE 3a IEKAPCKM NPAKTUKM, CUCTEMHUTE 0630pPHM PaboTun n gpyrute
HACOKM, KOUTO ce Nyb/IMKyBaT, NOAKPENAT UM YMATO CTOMHOCT ce noTebpKaaBa oT ERN-RND, ce Kacae 3a
OLleHKA Ha aKTya/iHa Hay4yHa W KAMHWUYHA MHPOpPMaLMSA, KOATO Ce NpenoCcTaBA KaTo NpeasioXKeHue 3a
obyueHue.

NHPopmaumaTa (1) He obxBalLa moxKe 6M BCUUYKM NOAXOLAM NEYEHUA U METOAM 33 0O6rpUKBaHE U He
TpAbBa Aa ce CMATA 33 KOHCTATaLMA Ha CTaHAApTa 3a 0brpukBaHe; (2) He ce akTyann3Mpa HenpeKkbCcHaTo
M e Bb3MOXHO [la He 0Tpa3sBa Hal-HOBUTE MO3HAHMA (OT U3rOTBAHETO Ha Ta3n MHPOPMaALMA U HEMHOTO
nybavKyBaHe pecn. MPoYUTAHE MOXKe Ja ce e noABMna HoBa MHbopmauma); (3) ce oTHaca camo 3a
cneumduyHO nocoyeHuTe BbNpOCK; (4) He NpeacTaBnABa NpeAnncaHUe 3a onpeaeneHo MeANUMHCKO
obcnykBaHe; (5) He 3amecTBa HE3aBUCMMOTO NPOPECUOHANHO pPeLEHME Ha NEKYBALLMA IeKap, Tbil KaTo
He B3ema Noj, BHUMaHME UHAMBUAYANHUTE PA3NIMUUA MEXAY OTAENHUTE NauneHTU. BbB BCeKM caydai
NeKyBawWwmAT nekap Tpabea ga npoueanpa MHAMBUAYANHO CbC CbOTBETHMA MauMeHT. M3non3saHeTo Ha
nHoopmaumAatTa e pobposonHo. WMHPopmaumsata ce npepoctaBa oT ERN-RND Bb3 ocHOBa Ha
AencTeutTenHoTo cbctosHme n ERN-RND He gaBa u3puyHa UAM MbYanMBa rapaHLmMa No OTHOWEHWE Ha
Tasn uHoopmauma. ERN-RND uM3pMyHO OTXBbpPAA OaBaHETO Ha BCAKAKBa rapaHuMAa 3a rogHoOCT 3a
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NPUIOXKEHME U TOAHOCT 3a onpeaeneHa ynotpeba nnm onpeaeneHa uen. ERN-RND He noema oTroBopHOCT
3a Te/IeCHM noBpean UAKU MAaTeEPUANHU LWETU, KOUTO NPOM3TUYAT OT M3NON3BAHETO Ha Tasn MHPopmauma
WA Ca BbB BPB3KA C HeA, KAaKTO U 3a FPeLLKM MAK NPONYCKM.

OpobpABaHETO Ha KAMHMYHATA cKana 3a PKAN e n3BbplweHo oT rpynata no 3abonssaHuA, CBbP3aHU C
ANCTOHMA, NapoKcuamanHu pasctpoictea n NBIA Ha ERN-RND. Baxa cbnoctaBeHM ckanute, 3nons3BaHu
B KAMHMYHATa NPaKTUKa Ha YN1eHOBeTe Ha rpynaTta no 3abonABaHUATA, U pelleHMeTo KoA cKana aa bbae
npepnoxeHa 6ewwe B3eTO Ype3 aHOHUMHO racyBaHe Ha Mal ority.

[pyna 6onectn 3a AUCTOHWNA, NaPOKCM3ManHN pa3cTpoicTea 1 NBIA:
KoopguHatopu Ha rpynute no 6onecrtu:

Tobias Baumer?®>, Belén Pérez Duefias?!, Giovanna Zorzi!

YneHoBe Ha rpynarta no 6onectu:

Alberto Albanese!, Enrico Bertini%; Kailash Bhatia®; Elena Chorbadgieva®; Yaroslau Compta’; Adrian
Danek?; Alejandra Darling’; Tom de Koning®; Marina de Koning-Tijssen®, Malgorazate Dec-Cwiek®; Maria
Teresa Dottil%; Petr Dusek?3, Antonio Elia'l; Antonio Federicol® Dusan Flisar?; Thomas Gasser!3; Kathrin
Grundmann?3; Kinga Hadzsiev'4; Petra Havrankova??, Robert Jech??, Christine Klein®>; Jiri Klempir¢;
Thomas Klopstock?, Maja Kojovic’; Norbert Kovacs'4; Bernhard Landwehrmeier'®; Ebba Lohmann?3; Katja
Lohmann?®, Sebastian Lons'®; Maria Jose Marti’; Maria Judit Molnar'®; Alexander Miinchau®®; Juan Dario
Ortigoza Escobar’; Damjan Osredkar'?; Sebastian Paus?®; Bart Post??; Evien R0Zicka?3; Susanne A.
Schneider?; Sinem Tunc!®; Marie Vidailhet?, Michel Willemsen??

MpepcraButen Ha nauneHTUTE:

Marek Parkovic, AHC 18Plus, Germany

1IRCCS Clinical Institute Humanitas — Rozzano, Italy; 2Klinikum der Universitat Minchen, Germany; 3Assistance Publique-Hopitaux de Paris,
Hopital Pitié-Salepétriere, France: Reference Centre for Rare Diseases 'Neurogenetics'; *Pediatric hospital Bambino Gesu, Rome, Italy;
SUniversity College London Hospitals NHS Foundation Trust, United Kingdom; ¢University Neurological Hospital “St. Naum” Sofia, Bulgaria;
"Hospital Clinic i Provincial de Barcelona y Hospital de Sant Joan de Déu, Spain; 8University Medical Center Groningen, Netherlands;
SUniversity Hospital in Krakow, Poland; 1°AQU Siena, Italy; 12Foundation IRCCS neurological institute Carlo Besta — Milan, Italy; 22University
Medical Centre Ljubljana, Slovenia; 13Universitatsklinikum Tlbingen, Germany; #University of Pécs, Hungary; >Universitatsklinikum
Schleswig-Holstein, Germany; General University Hospital in Prague, Czech Republic; University Medical Centre Ljubljana, Slovenia;
18Universitatsklinikum Ulm, Germany; 1*Semmelweis University, Hungary; 2°Universitatsklinikum Bonn, Germany; 2'Hospital Universitari Vall
d'Hebron, Spain; 22Stichting Katholieke Universiteit, doing business as Radboud University Medical Center Nijmegen, Netherlands; 22Motol
University Hospital, Czech Republic

Mpouec Ha ogobpaBaHe:

e (Cbrnacue 3a ogobpsaBaHe Ha JOKYMEHTA OT UAnaTa rpyna no 3abonasaHusTa - 18.06.2019r.
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BPBb3KA KbM OPUTMHANTHATA NYBJIMKALUA

Darling A, Tello C, Marti MJ, Garrido C, Aguilera-Albesa S, Tomas Vila M, Gastén |, Madruga M, Gonzdlez
Gutiérrez L, Ramos Lizana J, Pujol M, Gavilan Iglesias T, Tustin K, Lin JP, Zorzi G, Nardocci N, Martorell L,
Lorenzo Sanz G, Gutiérrez F, Garcia PJ, Vela L, Hernandez Lahoz C, Ortigoza Escobar JD, Marti Sanchez L,
Moreira F, Coelho M, Correia Guedes L, Castro Caldas A, Ferreira J, Pires P, Costa C, Rego P, Magalhdes M,
Stamelou M, Cuadras Palleja D, Rodriguez-Blazquez C, Martinez-Martin P, Lupo V, Stefanis L, Pons R,
Espinds C, Temudo T, Pérez Duefias B. (2017) KanMHuYHa cKasia 33 OUEHKa Ha HeBpoAereHepaumaTa,
CBbP3aHa C MaHToTeHaT KMHa3a: NunotHo npoyysaHe. Mov Disord. 32(11):1620-1630
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